Introduction
Intellectual disability is the insufficient development of intellectual skills. [1] It is a significant condition which causes persons, disabled, exceptional children and individuals with special needs. [4, 5] The World Health Organization (WHO) classifies intellectual disability as mild (IQ: 52-69), moderate (IQ: [36] [37] [38] [39] [40] [41] [42] [43] [44] [45] [46] [47] [48] [49] [50] [51] , severe (IQ: [20] [21] [22] [23] [24] [25] [26] [27] [28] [29] [30] [31] [32] [33] [34] [35] and deep (IQ: <20) following the psychometric assessments. [6] This classification makes it possible to teach people according to their abilities and ensure that they live without being a burden to themselves, their families and society. [1] The WHO reports that there are 650 million disabled people on the world, and approximately 200 million of them are children. [6] The Turkish Statistical Institute (TSI) defines the group that faces a higher risk of poverty and exclusion than the general population as a precarious population and includes the disabled population in it. TSI data (2015) indicate that there are 482,361 intellectually-disabled people in Turkey, and children constitute 8.7% of the disabled population. [7] Recent studies of caregiving have focused on the term, burden. The term, family burden, was mentioned first by Grad and Sainsbury. They defined it as the negative expenditures created by the intellectually disabled children for their families. [8] Intellectually disabled children significantly affect how their families live. [9, 10] Deficiency becomes the core of families' lives upon diagnosis and causes them many burdens. Family members' roles and responsibilities start to change. These changes may be seen in intrafamilial roles, private living spaces, social environments, expectations, plans and careers. Factors such as economic and educational status, profession, marital adjustment and cultures of the parents, lack of social support, difficulties in communication, severity of the disease, children's age, distortions of family routines, the level of need for medical aid and the financial burden caused by the disease all affect the stress levels of parents. [11] Chronic stress causes families to have more perceived problems and raises their anxiety levels. It also causes serious problems with coping and worsens the family burden. Studies indicate that families face the most stress during the diagnoses, and families' energy levels are diminished as children's dependency on their parents increases. Family members start to lock themselves in the house, and their private lives are disturbed. Social isolation and loneliness can occur. This diminishes satisfaction with life and quality of life. [12] This disease affects not only nuclear families, but also extended families. [13] Parents who have intellectually disabled children have problems in their marriages due to stress. [14] A study suggests that couples who have intellectually disabled children do not spare time for each other, and problems such as blaming one another emerge. [14] Couples who do not display the same level of coping feel that they are not supported by their partners and feel emotions such as anger, vexation and despair. In particular, mothers undertake the main responsibility to provide care and thus get angry more frequently. This anger also affects families. The siblings of children with deficiencies are deprived of the attention of their parents when these children become the focus of attention. This causes tensions between the subsystems covering parents and siblings. [15] Emotional problems, jealousy and competition may emerge between the siblings, and marriages may be negatively affected by this. However, there is parental feedback that suggests couples' adaptation to the disease can enhance their relationships and draw the family members closer to one another. [16] The care to be provided to intellectually disabled children and their parents requires an interdisciplinary team approach. This team should include professionals such as nurses, doctors, dietitians, physical therapists, psychologists and special education experts. A nurse is a key person who can position disabled persons and their families at the center of care and ensure coordination with other personnel. Nurses who provide care to intellectually disabled children and their parents should undertake a variety of distinct roles and act as educators, consultants, advocates and decision makers.
Determining the family burden of the parents of intellectually disabled children is important for providing professional support to families who suffer from burden and for identifying coping behaviors. The families of disabled children will feel that they are not alone and will be able to receive professional support for the issues that burden them. Doing so will make it possible to teach people according to their abilities and ensure that they can lead lives without causing stress and burden for their families and society. This study was conducted to examine the family burden of the parents with intellectually disabled children and the factors that affect it.
Materials and Method

Type and Sampling of the Research
This study is descriptive.
Study population consisted of the parents of children who were diagnosed with intellectual disability following the psychometric assessments, whose ages ranged between newborn and 18 and who visited the Department of Pediatric Neurology at Akdeniz University between January and May 2014. Sample selection was not performed for this study, and 467 parents who were informed about the study aim and agreed to participate constituted the sample.
Data Collection Tools and Activities
The data were collected in face-to-face interviews using the Family Introduction Form and the Family Burden Evaluation Scale, which were prepared by the researchers considering findings in the literature [9, 12] and expert opinions. Interviews with parents were conducted in a quiet environment in the pediatric neurology polyclinic. Ten parents with whom a pilot test was conducted to evaluate the scales' comprehensibility were excluded from the sample. This study directed the following questions: What are the family burden and family burden subfactors of the parents with intellectually disabled children? and, Is there a relationship between the family burden and family burden subfactors, and sociodemographic characteristics and the children's characteristics?
The Family Introduction Form
This form consists of 20 open-ended multiple-choice questions regarding the intellectual deficiency and sociodemographic characteristics of the children and their parents.
The Family Burden Evaluation Scale: This scale has six subfactors. It was developed by Sarı and Başbakkal in 2008. It has 43 five-point Likert type items. [9] Its subscales are economic burden, physical burden, emotional burden and social burden, inadequacy perception and time requirement. The options are scored 1=never, 2=seldom, 3=occasionally, 4=frequently and 5=always. Higher scores indicate heavier family burden. The breakpoint is 97 points. The Cronbach's alpha coefficient for this scale is 0.92. [9] 
Data Analysis
The study data were evaluated using SPSS 20.0, numbers, percentage distributions, t test in independent groups, variance analysis and Duncan's test. P<0.05 was used as the threshold for statistical significance.
Dependent and Independent Variables of the Study
The Family Burden Evaluation Scale (FBES) and subscale scores constitute the dependent variables of the study. Its independent variables include various factors that may affect FBES and subscale scores such as children's age, gender, school attendance, level of intellectual disability, coexistence of another chronic disease, maternal details and economic status.
Ethical Dimension of the Research
Ethical approval was obtained from the Ethics Committee of Non-Interventional Clinical Studies at Akdeniz University, and written permission was obtained from the Pediatric Neurology Polyclinic of Akdeniz University Hospital. Written informed consent was obtained from the parents.
Results
The characteristics of the intellectually disabled children and their parents are shown in Table 1 . All the participating parents were mothers, and their mean age was 35.1±7.2. Of the families, 49% had equal incomes and expenses. The children's mean age was found to be 8.4±4.6 years, and the age of 39.4% ranged between 7 and 12. Of all the children, 54% had mild intellectual disability, 71.3% received special education, and 49.5% went to school. Furthermore, 84.4% had another chronic disease (61.9% had epilepsy, 12.6% had cerebral palsy, and 9.9% had autism) ( Table 1) . Table 2 shows the mothers' mean scores on the FBES and its subfactors. The mothers' mean FBES score was found to be 4.16±0.53. Table 3 shows the difference between the mothers' mean scores on the FBES and its subfactors and the characteristics of the intellectually disabled children. A statistically significant difference was found between the mothers' mean FBES scores and intellectually disabled children's age, level of disability and the coexistence of another chronic disease. However, no statistically significant difference was found between the intellectually disabled children's gender and whether or not they go to a school or receive special education ( Table 3) . The children's characteristics that played a role in the differ-ence between the subfactors were identified using Duncan's advanced statistical analysis method.
Family burden was found to vary by the existence of another chronic disease. The difference between the age groups resulted from the group of children less than a year old. Similarly, mothers whose children had another chronic disease (epilepsy, chronic disease or autism) were found to have heavier family burden. In addition, the difference between the intellectual disability levels of children resulted from the group including severely disabled children. The mean family burden scores of severely disabled children's mothers were found to be high, and this score was found to be low for the mothers of mildly disabled children (Table 3) .
Economic burden was found to vary by age group and in-Psikiyatri Hemşireliği Dergisi -Journal of Psychiatric Nursing 2017;8(1): [9] [10] [11] [12] [13] [14] [15] [16] tellectual degree of disability. The difference between the age groups resulted from the group of 7-19-year-old children.
For the economic burden group, the difference between the levels of children's intellectual disability resulted from severe intellectual disability, and the mean economic burden scores of mothers whose children have severe intellectual disability were found to be high (Table 3) . Similarly, mothers whose male children had another chronic disease (epilepsy, chronic disease or autism) and did not receive special education were found to have heavier family burden ( Table 3 ).
Perception of inadequacy was found to vary by age group and gender. The difference between the age groups resulted from the group consisting of children who were less than a year old. The perception of inadequacy of mothers with children who were less than a year old and with female children was found to be higher (Table 3) .
Social burden was found to vary by age group and degree of intellectual disability. The difference between the age groups resulted from the group of children who were less than three years old, and the difference between the levels of intellectual disability resulted from the group with severe intellectual disability ( Table 3 ). The social burden of the mothers of children who received special education was heavier and was milder for those whose children went to school (Table 3) .
Physical burden was found to vary by age group and degree of intellectual disability. The difference between the age groups resulted from the group of children who were less than a year old, and the difference between the levels of intellectual disability resulted from the group with severe intellectual disability (Table 3) . Similarly, the physical burden of those whose children had another chronic disease and received special education was heavier, and this burden was not as heavy for those whose children went to school.
Emotional burden was found to vary by degree of intellectual disability. This difference resulted from the group with severe intellectual disability. The mothers of intellectually disabled female children had heavier emotional burden (Table 3 ).
Time requirement: Time requirement was found to vary by degree of intellectual disability and the existence of another chronic disease. This difference resulted from the group with severe intellectual disability. The time requirement of mothers increased for intellectually disabled children with another chronic disease (Table 3 ).
Discussion
The family system is a whole. The difficulties of one member affect the other people in this system. Continuous inadequacy that cannot be altered frequently affects not only the child, but also the family and relatives physically, emotion-ally and socially, leading to multiple problems. [17] This study examined the family burden and the factors that affect this burden. Perception of inadequacy score was at the highest level in the family burden. Children's characteristics affected all mean subscale scores, but parents' characteristics did not affect at all.
The fact that the study sample consists of only mothers is remarkable. This study indicated that the majority of those who provided care to intellectually disabled children were mothers. [18] [19] [20] This is an expected result considering the roles women are assigned by society and their social status. [20] This result indicated that Turkish family structures are based on gender roles and cultural characteristics that assign the primary responsibility for childcare to mothers. Mothers undertake the primary role in providing care to intellectually disabled children. Mothers are thus forced to leave their jobs and provide care at home or hospitals. Thus, mothers with intellectually disabled children have heavier economic, physical and emotional burden, and their lives are restricted.
This study also examined the factors that affected the subfactors (economic burden, perception of inadequacy, social burden, physical burden, emotional burden and time requirement) of the Family Burden Evaluation Scale.
Economic burden: This study found that the mothers of children who go to school and have another chronic disease have heavier economic burden. These findings are similar to studies that indicate that intellectually disabled children's needs for therapy, special education and special tools put an economic burden on the shoulders of their families. [20] [21] [22] [23] [24] The finding that mothers of severely disabled children have heavier burden is like the studies that identify a significant relationship between the level of intellectual disability and economic difficulty. [22] [23] [24] [25] As the disability worsens, children's independence level drops, which increases expenses for nutrition, transportation and hygienic care.
Perception of inadequacy indicates the sorrowful incidents families experience and concerns about the future of intellectually disabled children. As understood from the answers provided to the questions evaluating the perception of inadequacy within family burden, families get upset when their children acquire skills such as talking or walking later than their peers, complete their developmental skills later, fail to fully perform their daily activities and have communicational difficulties. This causes families to feel inadequate. Another study similarly reported that having disabled children, living with them, planning a future for them, setting goals and having concerns about whether or not goals will be achieved increases perception of inadequacy. [26] Furthermore, considering the statements of the families, attitudes of acquaintances and social reactions (questions and glances towards the families) were found to worsen the perception of inadequacy. Among the family burden subdimensions, perceptions of inadequacy by mothers who have intellectually disabled children less than a year old was found to be high. Perception of inadequacy is expected to be high during the early childhood since children's mental-motor development takes place rapidly, and care responsibilities are many in this period. Another study [14] also indicated the same finding.
Social burden: The social interactions of the families are restricted since care responsibilities for the children are plenty during early childhood. [14, 27] Thus, it is expected that mothers of intellectually disabled children whose ages range between one and three have severe social burden. However, there are studies that claim the social burden of mothers worsens as their intellectually disabled children grow up. As the gap between the chronological age and mental age becomes more distinct, inadequacy becomes clearer, and this increases the perception of stigmatization. Thus, families become more socially timid. [28] The fact that mothers of severely disabled children and children with another chronic disease have heavier social burden is similar to this finding. The family has to spare more time for the children as the intellectual disability worsens, thus the social life of the family is interrupted. The picture gets darker once another chronic disease emerges. The care provided to the children increases, and the family is restricted more.
This study found that children's attendance to school lowered mother's social burden. However, special education was found to increase this burden. The literature, on the other hand, suggests that family burden may be effectively relieved in the event that sufficient (in amount and quality) day care centers provide care to these children at certain hours of the day. [29] There are similar results in the literature. It reports that families are disturbed by glances towards them or their intellectually disabled children, thus they restrict their social relationships to preserve themselves from the reactions and experience less problems by disregarding these attitudes and reactions. [14, 24, [29] [30] [31] In another study of the social restrictions and social support scores of care providers by gender, the social support scores of female care providers were found to be lower than those of male care providers. [32] Physical burden is evaluated by comparing self-care and daily activities. Families experience physical burden due to care responsibilities for their intellectually disabled children. Studies have highlighted that families had difficulties and needed assistance with these specific activities: preparing meals and feeding their children, providing personal care to the children, using medicines, maintaining hygiene, protecting children from danger and preventing threatening situations, dressing their children, ensuring dental health, taking their children to the toilet, changing diapers, helping during tantrums, and assisting their children while climbing stairs and using wheelchairs. [33, 34] Although it is expected that the physical needs of children who have severe intellectual disability and whose motor development is inferior to that of their peers will increase as they age, self-care and daily activities of small children are hard to perform since these children cannot yet care for themselves. The physical burden of families will be reduced when their children begin to meet their needs such as eating, going to the toilet, dressing and cleaning themselves. As seen in age groups, children's level of disability is among the most significant factors that affect when they can meet their self-care needs on their own. Mothers' statements and children's experiences indicate that the independence level of children with severe mental deficiency drops, meaning that their families have to meet their self-care needs. This situation worsens the physical burden of families. The coexistence of another chronic disease (epilepsy, cerebral palsy or autism) can make the situation more complicated. It can make it difficult or even impossible for children to meet their own self-care needs. Thus, the physical burden of the family increases.
Emotional burden: Considering that mothers feel overwhelmed by the idea that their intellectually disabled children will die, it is not surprising that emotional burden is too heavy for mothers with severely disabled children. Severe mental deficiency decreases children's independence and complicates child care. This causes additional physical burden. Many studies conducted with the families of intellectually disabled children suggested that the stress levels of the parents of intellectually disabled children are higher than those of the parents of normal, healthy children. [21, 35, 36] One study [37] reported that the mothers of intellectually disabled children have two or three times more mental problems than society at large. Another study [38] indicated that 22% of the mothers visited a doctor for mental problems arising from situations related to their children.
Time requirement: As the intellectual disability level worsens, families need more time to care for their children. The reason for this may be that intellectually disabled children cannot perform self-care in their independence and daily activities on their own. The case is similar when another chronic disease exists. The situation will get worse with another chronic disease along with the mental deficiency, it will be harder to provide care, and mothers will need more time. Studies have reported that mothers plan their daily activities around their intellectually disabled children and cannot take a rest and spare time for their husbands and other children. [14, 23, [39] [40] [41] [42] 
Conclusion
The fact that the study sample consists of only moth-ers, and families have heavy family burden is remarkable. It is a well-known fact that mothers are primarily responsible for the childcare. This study shows that mothers undertake the primary role in providing care to intellectually disabled children. As the mental deficiency level gets worse, families' physical, emotional, economic and social burden gets heavier, and the time requirement for care increases. Care, treatment and rehabilitation for intellectually disabled children require more manpower, expense and time than those of healthy children. Support from health professionals and psychosocial experts for providing care to intellectually disabled children who depend on other people for meeting their selfcare needs, continue their special education or have severe intellectual disability, and for helping them cope with their disease is important for both mothers and family health. Educating intellectually disabled children and their families about providing care and coping with the disease requires a multidisciplinary approach. A nurse is a key person who can position disabled persons and their families at the center of care and ensure coordination with other personnel. Nurses who work with intellectually disabled people and their parents provide primary, secondary and tertiary care in hospitals and society, and they undertake distinct roles as educators, consultants, advocates and decision makers. The outcomes of the study are important for helping pediatric nurses to recognize family burden and mental problems mothers may face and for training care providers about these subjects. This study provided data about the family burden of intellectually disabled people and can serve as a guide for future studies.
